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Thank vou for the opportunity to provide corranents. My name B Janice Nolen and | s the Notiond
Aszistant Vice President for Policy for the American Lung Association. The American Lung Associating
wrns 114 veors ol this veger, For more than 2 cantury, we have fought to save lves by protecting hing
health and preventing lung diseass, We oppose the proposed ruls,

Many vears ago in the early 1980s, my motherdndaw asked me 1o help her recrult participants in g
rrimior new study thet they were doing. She worked for the Armericen Canger Society and they ware
inoking 1o oreate » huge database of wrdinery Americars who would be willing 4o provide ther with
vondidential information about thelr heplth and mediced sxperiences and would sliow them to track for
yeErs (0 coyne. | was 5o plessed that bwo men From ey church cholr In Nashellfe agreed to mrtitingte.
They completed the forms snd other paperwnrk, and became hwo of the more than half a milllon
participants in the Zancer Prevertion Study i

Fast forward  Tew decades and Hearned that thelr dats were now part of 2 bngmark study—the
Americary Lancer Soclely stuthe-that sevesled the risks to human health from bresthing i pollution
that | and oy colleagues ot the Lung Association were working hard to dean up. Thelr date and private
health and medival data from hundreds of thousands of others were pointing the way to the nesd to
vlgan up smissions from power plants, from diesel engines and fuels and many other sources. | never
dreamed when my mother-in-law first made her reguest that EPA scientists sndd other researchers
would mark that study as one of two seming studies thet helped reshaps our understanding of the
frealth risks From particulate matler sir pollution. Mone of us then would hove swer dreamed that the
informiation these two men provided would have helpsd 1o identi® argd underline the threst to humen
e preed by the microscopic particles in the air we breathe.

Furthermore, thet study and the Harvard 6 Clties study beoame examples of not only groundbreaking
rasearch, but of how guestions sbout that ressarch can be, reviewed and resolved without having o
iose the entire study, Unfortunately, that s an exsmpls that this proposs! clearly fails 1o scknowisdgs,

These two studies with decades-old patient dats, and othurs in the long Hst of studies that found
pyidence of harm from industrial emissions or unigue svents thet no one of hopes to replicate—lke
gulf il spills— rlearly appear to be targets of this proposed rule, Studies thet have long been targets of
industry polluters and thelr allies remain so in this proposal.

Unce published, these studies raised alerms In the public bealth community about the Incressed
Halihood of promature death from particulate maller nwidespread parts of the nation. The studiss
raised alarms within Industries sbout the increased lkelihopd that theilr polluting sources would have to
clpan up thelr emissions. Industyy kicked Inthe messaging developed by the tobsoro Industery i
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challenge the sclence using the same arguments wae have Inthis propossl, | have In my offics 2 page
fromm o 1995 115, News and World Report article on the chatlenges to these studies that could have been
wiritten this yaar,

Srientists are working to become more transparent in thelr research. More ressarchers use publicly
available information, Butsome studies cover popuiations that are so limited In size orspecialized In
thelr charaoteristios that those data should not be posted on the web for all the world 1o see. Anyone
who has an sccount on Facebook should have avisceral knowledes of how important keeping
condidentisl dats confidential can be

Segnwhile, ERPA could readily review Mistorical data and stusdies noways that respect patient
sonfidentisiity and the gifts of dats from people ke my bwocholr member frlends,

S0 Far, EPA has failed to show any resson that chenges sre neaded in the current system, Falled In its
o trersoarency on this lisue s faey, since EPA has not sought SAER review of this and not provided
sufficient rationale for why EPA needs this change, much less how they would use this rule going
forward.

We request ERA to withdraw this proposal. Thandk yvou
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